The occasion of the Fifth Congress of the European Association for Palliative Care in London this September provides an opportunity for reflection on some of the issues that are arising as a consequence of the rapid development of palliative care in Europe and beyond. The National Council for Hospice and Specialist Palliative Care Services of the UK has defined key principles underlying palliative care: a focus on quality of life including symptom control, a holistic approach, recognition of the dying person and those who matter to that person as the unit of care, autonomy and choice, and open and sensitive communication. How are these principles worked out in practice in cultures that may have very different but equally valid values and conventions from those of the majority white population in the UK?
The relief of pain has been a major focus of palliative care practice. But 'pain is never the sole creation of our anatomy and physiology'2 but is interpreted, expressed and given meaning by the individual experiencing it in a cultural context. So treating the pain of a dying person within a holistic framework in India or Italy requires not simply the transfer of pharmacological remedies developed in the UK or North America, but an understanding of how that culture is shaping the experience for the dying person and shaping too what they communicate about their pain. Of course this is just as relevant for minority ethnic groups in the UK. It is striking how many research studies of palliative care in the UK exclude those whose English is not fluent and thus may fail to examine this area.
A number of papers published in Palliative Medicine in the past have considered the principle of open and sensitive communication linked to patient autonomy and choice in a variety of different countries. Mystakidou and her colleagues surveyed cancer doctors in Greece and found that while 78% communicated the diagnosis to some of their patients, deciding whether to do so largely on the basis of their judgement of the patient's personality, 83% disclosed the diagnosis and prognosis to the patient's relatives first. Nevertheless, 72% of these doctors would like to be informed of the diagnosis if they were ill.3 This reveals an approach to patient autonomy similar to that found by Hinton4 when he conducted his studies in the UK in the 1960s prior to the development of specialist palliative care services, although, as Centeno-Cortes and Olarte6 6 considered the issue from the perspective of patients with advanced malignant disease in a palliative care unit and an oncology unit in Spain. They found that 68% had not been informed of their diagnosis (though half of them suspected that it was cancer) and 42% did not want to receive more information. They observed that those who knew were not more obviously distressed than those who did not, and had a more open relationship with their relatives and with their physician. A higher proportion of those in the palliative care unit were informed than those in the oncology unit, but this was still under 50%. This could be seen as an example of palliative care practice working to reshape cultural norms.
Toscani and colleagues~ in Italy and Fielding and Hungs in Hong Kong conducted telephone surveys to ascertain views on information about serious illness and involvement in decision making. Fielding and Hung's findings were perhaps more surprising given the common assumption that Asian doctor-patient relationships are more hierarchical than those between western doctors and patients. Over 90% of adults aged 18-65 years wanted information about the diagnosis and prognosis if they had cancer and wanted to have an opportunity to discuss treatment alternatives, although only 60% wanted equal involvement in treatment decisionmaking. The Italian study (with no upper age limit) found a smaller proportion, 48%, would want to be informed if they had an incurable and fatal disease. In both these studies, and in many others, a preference for openness was less pronounced among older respondents: this is important as cancer patients tend to be in late middle or old age. Patient autonomy implies that there can be a choice not to know as well as the choice of being informed. What none of these researchers comment on is how their own cultural background and views on openness may have affected the way they developed their research and the way they interacted with the participants in the studies.
The ways that the family of the dying person are included in the unit of care also vary depending on how relationships are socially constructed. In Taiwan, both because the individual is commonly viewed as tightly bound to his or her family and from a fear of litigation, it has become the convention that a family member as well as the individual concerned will sign the consent form for surgery (E Chang, personal communication). The relative lack of development of bereavement support services in southern Europe may reflect the continuing existence of larger and more cohesive family structures in contrast to the increasing number of single-person households in northern Europe. Different views of men and women in different societies have a crucial effect on how palliative care services develop. It was clear at the Hospice Care in Asia International Conference in Singapore in 1996 that the different value placed on nurses in India and Indonesia was an important factor in producing a doctor-led palliative care service in India but a more significant role for nurses in Indonesia.
There is a further issue, to do with the ability to share research and practice within the palliative care world, where cultural differences have not been taken sufficiently into account. The current medium of scientific exchange is English. With the spread of palliative care an increasing number of professionals and researchers whose first language is not English want to communicate their activities to the world of palliative care. As a recent articleg 8 comments: 'different cultures have different writing conventions which appear logical and obvious to others sharing that culture but which may puzzle, confuse, amuse or annoy readers from another culture. These conventions include how an author sets out an argument, the use made of rhetorical techniques, of linking devices, of explicitness versus implicitness, and the responsibility assigned to the reader.' So those whose first language is not English may have the double burden of seeking unfamiliar words to express themselves and of being misunderstood, or having their work devalued, because they do not use conventional English structures or concern themselves with issues privileged by native English speakers. The time has come to set aside linguistic imperialism. It will require tolerance and maturity on all sides to work towards finding a language which allows us to communicate freely and to value what is being communicated. But it is essential if the world of palliative care is not to become fragmented. Frances Sheldon, Macmillan Lecturer in Psychosocial Palliative Care, University of Southampton, UK
